Educating children with life limiting and life threatening conditions by Robinson, S. et al.
Educating Children with Life Limiting 
and Life Threatening Conditions
Sally Robinson  Faculty of Health & Wellbeing
Ian Durrant Faculty of Education
49,000 children and young people (0-18) in the UK are 
diagnosed with a life limiting or life threatening condition 
(Fraser et al. 2011). Many are in mainstream schools.
Definitions
Life-threatening - curative treatment exists, but might fail
cancer, organ failure, HIV/AIDs
Life-limiting – no reasonable hope of cure
cystic fibrosis, Duchenne muscular dystrophy, Battens 
disease, severe cerebral palsy, severe neurological 
disabilities e.g. spine/brain injuries
Association for Children’s 
Palliative Care, 2009)
Support for teachers who teach 
children with life limiting illness
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Life limiting/threatening
Brain tumour survivors
Cancer
Cancer survivors
Cerebral palsy
Cerebral palsy and other disabilities
Chronic illness (usually cancer)
Chronic or life threatening disease
Cystic fibrosis
HIV
HIV/AIDS
Leukaemia
Life threatening illness
Life-limiting or life threatening 
conditions
Not life limiting/threatening
Chronic disease (not specified)
Chronic fatigue syndrome
Chronic illness (not specified)
Chronic illness (asthma, diabetes, 
obesity)
Chronic illness/disability
Chronic pain
Diabetes type 1
Epilepsy and diabetes
Juvenile idiopathic arthritis
Sickle cell disease/disorder
Speech and physical disabilities
“I don’t think the school 
wanted to waste their money 
on GCSEs for me because 
they thought I was going to 
fail.” 
(Ricky, diagnosed with                    
leukaemia, age 15)
Conclusions
•Children’s needs not being well met.
•Their condition and their symptoms impact on 
their (i) learning (ii) self esteem and (iii) peer 
relationships
•The children and their families feel under 
supported by schools.
•We found no research about teachers’ views or 
experiences of working with children with a life 
limiting or life threatening condition. 
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AIMS
To explore the needs of teachers in 
relation to working with children with 
life limiting or life threatening 
conditions
Methods
On-line questionnaire
550 teachers undertaking S.E.N. + snowball to staff in 
mainstream schools who had experience of working with 
children with life limiting or life threatening conditions.
90 questionnaires returned. Response rate 16.4%.
Interviews (n=13)
Teachers delivering medical care
Half of the teachers had delivered medical care 
for a child.   High levels of anxiety.
‘They’re frightened quite often to do erm certain 
things because they’ve got that fear of doing it 
wrong, not doing it correctly, at the wrong time.’                                                            
(WITH)
Teachers delivering medical care
Practicalities
‘If you’re the class teacher, the one that’s meant 
to be administering or the one that’s had the 
training, then you’ve got to leave the rest of the 
class to go and do that. Or if you’re not, if that’s 
someone else in school, the child’s still got to get 
to that person.’                                                            
(WITHOUT)
Sources of information and support 
for teachers
• Parents
• Child
• Healthcare professionals
• Web sites
Educational challenges
‘How do you make education relevant to someone 
with a life limiting illness? What’s it for? What am I 
learning about? So much of what you feel you’re 
driven towards in education is about the future, just 
as a general agenda. Of course it should be a bit 
more about the enjoyment of learning and all of 
that, but actually school is for qualifications, 
qualifications are for work, work is to earn money for 
your life and that might not be a stage that they ever 
reach.’              (WITHOUT)
Emotional challenges
Emotional challenges
‘Are your ‘needing to know parents’ via a letter, 
text or e mail, prior to ... assembly or whatever 
it’s going to be, that your child age 4/5 is going to 
be privy to information about another child in 
school potentially dying. That’s going to have 
consequences at home for them, that child’s 
going to go home and ask questions.’              
(WITHOUT)
Emotional challenges
‘Yeah there’s fear from teachers, they don’t know 
whether you should mention it or whether you 
shouldn’t.’              (WITHOUT)
Emotional challenges
‘I’ve got a child in my class with Cystic Fibrosis; 
however it’s never been mentioned in terms of 
life long illness.’ (WITH)
Emotional challenges
‘The parents know about the condition, but 
haven’t shared it with him, or not shared the 
prognosis and actually yesterday he’d done some 
googling himself.’ (WITH)
Emotional challenges
‘I think part of it was parental denial that was 
actually going to come to that conclusion at some 
point. They chose not to tell him, partly they 
didn’t want to say it out loud and partly because 
they wanted to spare him the worry of it. But 
dealing with his reaction afterwards and then 
him openly telling all of the other children was a 
bit of a shock.’ (WITH)
Emotional challenges
‘There’s been a lot of issues with bullying and 
peer relationships and things like that, erm, 
which I think is the other children’s way of 
struggling to cope with the fact that this is 
something they don’t see a lot of.’ (WITH)
Emotional challenges
‘The other children in the class found it quite 
difficult, because obviously it was quite a shock 
when he came in with his treatment; he had a 
headscarf and so on. So we had to prepare the 
children. That was the harder thing to sort of say, 
you know, when he comes back he won’t look the 
same, but you need to treat him the same.’
(WITH)
Emotional challenges
‘I’d be concerned about how I would talk about 
this to the student and their family. Also with the 
other students, how I’d integrate them into the 
class and what I’d need to do to make them feel 
comfortable and also the other students feel 
comfortable. How much the other students need 
to know and what information is vital for 
everyone to know, other members of staff as 
well.’ (WITHOUT)
Emotional challenges
‘It’s not just his class and his friends, it’s also, he’s 
got siblings, so it’s them and their friends ... So I 
think when it does happen it’s going to be very, 
very difficult and it’s going to affect the whole 
school and we haven’t got that support. I don’t 
think we’re prepared for it. I think it’s going to be 
quite devastating to the staff and probably the 
children. (WITH)
Emotional challenges
‘If he was to pass away under our care he would 
have been a class mate of 28 other 8 year old 
children. How are we going to, how are we gonna
manage that positively and enable the children to 
grieve? ... If a child in the class were to die, how 
do you ... I don’t think I’d even know where to 
start with that.’ (WITH)
Emotional challenges
‘When the first child died quite a while ago there 
was absolutely no support. I was busking it and I 
felt very vulnerable. The teachers very upset, the 
parents very upset, obviously devastated. The 
other children were very upset and I was making 
it up as I went along and somehow, sort of got 
most of it right.’ (WITH)
Recommendations
Teachers want …
• Information on medical conditions
• Information on health practitioners
• Directory of services
• Quick access to medical information
• Practical strategies for handling illness, death, 
bereavement within the curriculum
• Support with developing emotional literacy 
skills
Recommendations
Teachers want …
• Whole school approach to emotional health 
and wellbeing
• Psychological support for school staff
• Support and training for senior and middle 
managers
• Those ‘with’ experience need to share  those 
‘without’.
Durrant, Robinson, Ekins, 
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In this chapter we:
• …
• …
• …
Introduction
Our Teaching for Life findings
Policy review
Practical considerations
Practical resources
Reflective 
activities
Chapter 1: Teaching children with life-limiting or life-threatening conditions:                                                 
understanding the issues
Chapter 2: Understanding and responding to the policy context
Chapter 3: Understanding life-limiting and life-threatening conditions
Chapter 4: Medical treatment and health care practices in school
Chapter 5: Communicating with the child and their family
Chapter 6: Communicating with other professionals: working collaboratively
Chapter 7: Communicating and sharing information with others
Chapter 8: Teaching and learning approaches
Chapter 9: Understanding and supporting emotional and behavioural changes
Chapter 10: Whole school policies
Chapter 11: Whole school culture
Additional resources:  Glossary
Useful contacts
References
Accessible, Informative, Useful
Accessible: tried not to assume prior knowledge
Informative: Medical, legal, ethical, social 
Useful: A handbook that could be used by 
schools, medics, parents, families.
medical terms for 
non medics
Educational 
terms/policy for non 
Teacher
eResources
eResources – sources of information
eResources – checklists/models
eResources – forms/exemplars
eResources – practical exercise
Discussion
Please take a moment to examine the resources 
• Understanding condition
• Communicating 
• Teaching
• Developing policies
• How might you use them?
• What additional support might you/ families/ 
children need?
• Where next for work in this area? 
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